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 The Maryland Affiliate of the American College of Nurse Midwives (ACNM) supports 

House Bill 109 – Maryland Department of Health – System for Newborn Screening – 

Requirements. This legislation will ensure that Maryland’s Newborn Screening Program is kept 

up-to-date by requiring that disorders recommended by the U.S. Department of Health and 

Human Services (HHS) are added to the State screening panel within two years. 

 

 When considering adding a new disorder to HHS’s Recommended Uniform Screening 

Panel (RSUP), an expert panel reviews the available research to determine the presence of 

“evidence that supports the potential net benefit of screening, the ability of states to screen for 

the disorder, and the availability of effective treatments.” Among a variety of factors that are 

considered are the requirement that the disorder under consideration can be identified before 

a child becomes symptomatic and the presence of available treatment to prevent the child 

from ever becoming symptomatic. These are important criteria because disorders on the RUSP 

have significant impacts on the health and lives of children who have them and are often very 

expensive to treat after a child becomes symptomatic. 

 

 Currently, Maryland tests for 34 of the 35 federally recommended disorders. Maryland 

is not testing for X-linked adrenoleukodystrophy (X-linked ALD), a genetic disorder that mainly 

affects the nervous system and the adrenal glands.i Left untreated, this disorder reduces the 

ability of nerves to relay information to the brain. Additionally, damage to the adrenal glands 

may result in weakness, weight loss, skin changes, vomiting, or coma.ii In its most severe form, 

X-linked ALD can result in death during childhood or adolescence. iii Although HHS 

recommended screening for X-linked ALD in 2015, Maryland is still not testing for it, making it 

more difficult to connect children to life saving treatment. 



 

 ACNM supports this bill because it ensures that Maryland children receive newborn 

screening in accordance with federal recommendations.  Thus, families will be able to access 

life-saving treatment for their children as soon as possible. Thank you for your consideration of 

our testimony.   If you need any additional information, please contact Scott Tiffin at 

stiffin@policypartners.net or (443) 350-1325. 

 
 

 
i https://medlineplus.gov/genetics/condition/x-linked-adrenoleukodystrophy/ 
ii Ibid 
iii Ibid  
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TO: Chair Shane Pendergrass 

AT: Maryland State House of Delegates 

RE: Support of MD H.B. 109 

SPONSOR: Delegate Emily Shetty 

 

FROM: Claudia Fennell, Patient Parent (Batten Disease, CLN2) 

DATE: January 19, 2022 

 

Dear Members of the Maryland House of Delegates, 

 

My name is Claudia Fennell, parent to an 8-year-old girl with a rare, neurodegenerative, genetic disorder called 

Batten Disease type CLN2. Our family is located in Bethesda, Maryland, and I’m here to express my urgent 

support for House Bill 109, the “System for Newborn Screening - Requirements,” aimed to align 

Maryland’s Department of Health newborn screening program with the federal Recommended Uniform 

Screening Panel (RUSP) recommendations - to ensure that, when a condition is adopted to the U.S. RUSP, 

Maryland families will then experience the life-saving benefits of timely diagnosis. I support this bill because 

diagnosis at birth has the ability to completely transform the lives of Batten Disease families. 

 

Penelope was a healthy child, completely asymptomatic, until she was 3 years old. She played and joked with 

her two siblings and ten cousins, loved scoring soccer goals and playing in the mud. Then, suddenly, she 

developed intractable seizures, lost her ability to walk, most of her ability to speak, and could barely eat. It was 

extremely difficult to find a diagnosis, delaying treatment when every week counted. But, eventually we had 

answers, and she started an enzyme replacement therapy which dramatically slows the progression of her 

disorder. Untreated, she would have almost certainly passed away by now, and earlier treatment could have 

completely changed the course of the disease.  

 

The effects of Penelope’s delayed diagnosis permeate every aspect of our lives. The complexity of her care, 

and irregularity of her health status means that I am unable to return to the workforce and limits, among other 

things, our ability to contribute volunteer hours in our community. Our story is not unique among rare pediatric 

disorders - consider, if you will, the aggregate impact of delayed diagnosis on Maryland families; it is sure to be 

enormous. 

 

I urge you to support House Bill 109, the System for Newborn Screening - Requirements in order to allow 

families timely access to critical advances in treatment, and reduce the financial impact of illness on families. 

Thank you for your time today. 

 

Regards, 

Claudia Fennell 
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HB 109
Maryland Department of Health – System for Newborn Screening – Requirements

Statement in SUPPORT

Chair Pendergrass, Vice-Chair Pena Melnyk and Members of the Health and Government
Operations Committee, thank you for the opportunity to testify today in support of House Bill
109, which will help improve the process by which Maryland screens newborn babies for
treatable rare disorders, saving lives and money to our healthcare system in the process.

HB109 will require that newborn screening in Maryland includes screening for each of the
conditions listed in the U.S. Department of Health and Human Services’ Recommended Uniform
Screening Panel (RUSP) within two years of the condition being added to the Panel. With this,
we will ensure that all newborns in Maryland receive the most updated, comprehensive medical
attention they deserve from the very beginning of their lives.

Currently in Maryland, when babies are born, unless the parents choose to opt-out, they receive
the benefit of a newborn screening test as part of the state’s universal newborn screening (NBS)
program. The Newborn Screen is a special test that is used to test babies for certain serious
medical conditions in order to identify babies who have specific disorders before they get sick,
helping them to get treatment as soon as possible. It is the very first test administered to all
babies born in Maryland and frequently identifies babies who are sick who have no prior family
history of rare disorders. It does not test for everything – only 50 conditions including cystic
fibrosis, severe immunodeficiency disorders, the presence of abnormal red blood cells or sickle
cell disease and more.

Maryland develops its list of disorders screened from the federal Recommended Uniform
Screening Panel (RUSP) that is developed by the US Health and Human Services Department.
RUSP is a list of disorders that HHS recommends for states to screen as part of their NBS;
however each state utilizes its own discretion on what to screen for. As such, some states screen
for a majority but not all disorders recommended by RUSP, while others screen for additional
disorders. The disorders on RUSP are chosen based on evidence that supports the potential net



benefit of screening, the ability of states to screen for the disorder, and the availability of
effective treatments. 1

Maryland recently added four additional conditions to our state’s NBS program including Spinal
Muscular Atrophy (SMA), Pomp, Mucopolysaccharidoses Type I and Fabry Disease. These
diseases began to be screened for in 2019 and screen for disorders that cause progressive muscle
weakness, breathing and heart problems, cell enlargement and dysfunction, and abnormal
deposits of lipids in the kidneys, heart and brain. Maryland is also preparing to soon add
X-linked Adrenoleukodystrophy (X-ALD or ALD), a condition that primarily impacts the
nervous system and adrenal glands. It is unclear when this will occur, however, it is important to2

note that RUSP has included ALD on its recommendations for 8 years. However, only five3

states actively test their newborns for this disease. Given that one in every 21,000 males born is4

at risk for ALD and about half of female babies born with the condition may develop symptoms,
early adoption of this disorder as part of the NBS panel is critical and could save countless
babies’ lives.

Through early detection and treatment, many of these conditions can be treated early and prevent
future healthcare expenses, as well as unnecessary trauma to babies and their families. For
example, treating patients with Phenylketonuria costs between $1-2 billion annually in the
United States, while the annual costs of screening and treating Phenylketonuria from birth is
around $342 million. Furthermore, treating an infant with Severe Combined Immunodeficiency5

(SCID) can cost Medicaid as much as $2 million if not diagnosed at birth. However, if diagnosed
at birth, SCID can be cured with a bone marrow transplant costing around $100,000.6

I respectfully request a favorable report on HB109. Thank you.

6 March of Dimes, Issue Brief, Newborn Screening:
https://www.marchofdimes.org/materials/20201105%20Newborn%20Screening%20101.pdf

5 March of Dimes, Issue Brief, “Newborn Screening Saves Lives and Money”:
https://www.marchofdimes.org/materials/Issue-Brief-newborn-screening-november-2014.pdf

4 Per ALDConnect, only California, New York, Connecticut, Pennsylvania, and Minnesota currently test for
ALD: https://aldconnect.org/recommended-uniform-screening-panel-rusp/

3 HRSA, Executive Summary, X-linked Adrenoleukodystrophy:
https://www.hrsa.gov/sites/default/files/hrsa/advisory-committees/heritable-disorders/rusp/previous-nomin
ations/x-ald-exsum.pdf

2 Maryland Department of Health, Genetics, Newborn Metabolic Screening:
https://health.maryland.gov/phpa/genetics/Pages/NBS_Program.aspx

1 Health Resources & Services Administration, Federal Advisory Committees, Recommended Uniform
Screening Panel: https://www.hrsa.gov/advisory-committees/heritable-disorders/rusp/index.html
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January 19, 2022 

The Honorable Shane E. Pendergrass 
Chair, Health and Government OperaCons 
241 Taylor House Office Building 
6 Bladen Street 
Annapolis, MD 21401 

The Honorable Joseline A. Pena-Melnyk 
Vice Chair, Health and Government OperaCons 
241 Taylor House Office Building 
6 Bladen Street 
Annapolis, MD 21401 

Re: Tes'mony in Support of HB109—Jennifer Payne 1/19 at 2:30 p.m. 

Appendix to Tes'mony of Jennifer Payne:   
A dialogue with Carole Weiland, United States Senator Paul Sarbanes, and the State of Maryland 
illustraCng the impact of withdrawing federal funding from Maryland’s NBS program circa 1982. 

RespecWully submiXed, 

/s/ 

Jennifer Weiland Payne, PharmD, MAPP 
Independent Advocate, Adult with PKU  
7115 John Calvert Ct 
Elkridge, MD 21075 
443-535-5322 
pkupioneer@gmail.com  

mailto:pkupioneer@gmail.com
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IN SUPPORT OF HB109 REQUIRING THE NEWBORN SCREENING PROGRAM IN THE MARYLAND DEPT. OF HEALTH 
TO REQUIRE TESTING FOR EACH CONDITION LISTED BY THE RECOMMENDED UNIFORM SCREENING PANEL (RUSP)

The Honorable Shane E. Pendergrass 
Chair, Health and Government Opera<ons 
241 Taylor House Office Building 
6 Bladen Street 
Annapolis, MD 21401 

The Honorable Joseline A. Pena-Melnyk 
Vice Chair, Health and Government Opera<ons 
241 Taylor House Office Building 
6 Bladen Street 
Annapolis, MD 21401 

Re: Tes@mony of Jennifer Payne 1/19 at 2:30 p.m. 

Madame Chair, my name is Jennifer Payne, and I am a cons<tuent of District 13. As an Ambassador for 
the greater Maryland Rare disease community, I thank you the opportunity to share my tes<mony with 
you today in support of HB109. 

My Connec@on: Maryland, Dept. of Health and Mental Hygiene, Preventa@ve Medicine Administra@on 
It is with deep and hearTelt gra<tude for the State of Maryland’s Newborn Screening (NBS) Program that 
I come to you today as an adult beneficiary and among the first diagnosed in the State with the rare, 
gene2c disorder, phenylketonuria (PKU) in 1973.  Thanks to NBS, <mely diagnosis and early treatment 
spared me a life<me of ins<tu<onal care.  Because of my age, only I can offer you “living” tes<mony to 
the power of preven<on - with my historical perspec<ves on growing up in Maryland’s PKU Program  1

(early days) and speak directly to the legisla<ve impact of this powerful public health policy tool that 
saved my life - and my children’s lives.   

I ask you to Reaffirm this Commitment: with passage of HB109 because preven&ng devasta<ng illnesses 
and diseases before they become too serious and too costly to treat benefits all Americans to live well, 
to stay healthy, and to freely live their lives. 

Historical Framing of Tes@mony  
PKU: Early detec<on and early treatment are cri<cal for the clinical management of PKU, the effects (for 
which the brain and central nervous system are the target organs of damage) stem from a deficiency or 
inability of the liver to metabolize phenylalanine (phe), a building block of protein found in virtually 
every food.  Given my medical history and risk with PKU, knowing the accumula<on of phe is also 
teratogenic to offspring of untreated mothers, I can proudly say my children are all healthy and alive 
thanks to NBS. 
  
Benefits and Impact of the Recommended Uniform Screening Panel (RUSP) Alignment:  As I have 
demonstrated, Maryland’s par<cipa<on in RUSP alignment is cri<cal to saving lives and to ensuring a 

 See enclosed: NCATS NIH Video Profile.  Payne, Jennifer; July 2016, hbps://youtu.be/btSQQYcxnjk quoted in NIH 1

Na<onal Center for Advancing Transla<onal Sciences, Gene<c and Rare Diseases Informa<on Center (GARD) 
website, hbps://rarediseases.info.nih.gov/diseases/7383/phenylketonuria  In this NCATS Video Profile, Jennifer 
Payne discusses living with phenylketonuria (PKU). Lel untreated, PKU results in psychological disorders, 
neurological deteriora<on, mental illness and brain damage. Dietary management and access to medical foods are 
a cri<cal part of PKU care.

https://youtu.be/btSQQYcxnjk
https://rarediseases.info.nih.gov/diseases/7383/phenylketonuria


IN SUPPORT OF HB109 REQUIRING THE NEWBORN SCREENING PROGRAM IN THE MARYLAND DEPT. OF HEALTH 
TO REQUIRE TESTING FOR EACH CONDITION LISTED BY THE RECOMMENDED UNIFORM SCREENING PANEL (RUSP)

con<nua<on in these effec<ve health programs.  In addi<on, having the necessary resources available to 
fund the condi<ons added to RUSP is as equally cri<cal for they impacted our family with dire and direct 
consequences. (See abached Appendix for your reference).     

Conclusion:  Speaking professionally and personally, when it comes to public health - the mission we 
share is one in the same.  It comes down to saving lives.  Thank you for the opportunity to speak in 
support of HB109.  

 /s/ 

Jennifer Weiland Payne, PharmD, MAPP 
Independent Advocate, Adult with PKU  
7115 John Calvert Ct 
Elkridge, MD 21075 
443-535-5322 
pkupioneer@gmail.com  

Enclosed:  

NCATS NIH Video Profile.  Payne, Jennifer; July 2016, hbps://youtu.be/btSQQYcxnjk quoted in NIH 
Na<onal Center for Advancing Transla<onal Sciences, Gene<c and Rare Diseases Informa<on Center 
(GARD) website, hbps://rarediseases.info.nih.gov/diseases/7383/phenylketonuria   

Under Separate Abachment:  

Appendix: A dialogue with Carole Weiland, United States Senator Paul Sarbanes, and the State of 
Maryland illustra<ng the impact of withdrawing federal funding from Maryland’s NBS program circa 
1982.

mailto:pkupioneer@gmail.com
https://youtu.be/btSQQYcxnjk
https://rarediseases.info.nih.gov/diseases/7383/phenylketonuria
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Secular Maryland                                                                          secularmaryland@tutanota.com 
___________________________________________________________________________ 
January 19, 2022 
 
 
The Honorable Shane E. Pendergrass 
Health and Government Operations Committee 
Room 241 , House Office Building 
Annapolis, MD 21401-1991 
 
 
Re: FAVORABLE HB0109(SB0242) Maryland Department of Health – System for 
Newborn Screening – Requirements 
 
 
Chairwoman and Members of the Committee: 
 
The Recommended Uniform Screening Panel (RUSP) is a list of disorders that the 
Secretary of the Department of Health and Human Services (HHS) recommends for 
states to screen as part of their state universal newborn screening (NBS) programs. 
According to HHS, disorders on the RUSP are chosen based on evidence that supports 
the potential net benefit of screening, the ability of states to screen for the disorder, and 
the availability of effective treatments. It is recommended that every newborn be 
screened for all disorders on the RUSP. The RUSP currently consists of 35 core 
conditions and 26 secondary conditions. Secondary conditions screening is 
recommended when the screening of the core conditions indicated a risk for the 
secondary condition. 
 
This bill requires our state to adopt RUSP. Maryland currently screens newborns for 50 
conditions. There are 34 conditions in the RUSP that Maryland currently fails to screen 
[Carbamoyl Phosphate Synthetase I Deficiency, Congenital Toxoplasmosis, , Gaucher, 
Glucose-6-Phosphate Dehydrogenase Deficiency, Guanidinoacetate Methyltransferase 
Deficiency, Human Immunodeficiency Virus, Hyperornithine with Gyrate Deficiency, 
Hyperornithinemia-Hyperammonemia-Homocitrullinuria Syndrome , Krabbe , 
Mucopolysaccharidosis Type-II, Niemann-Pick Disease, Nonketotic Hyperglycinemia , 
Ornithine Transcarbamylase Deficiency, Prolinemia, Pyroglutamic Acidemia, T-cell 
Related Lymphocyte Deficiencies]. Most states screen for the majority of disorders on 

 



 

the RUSP. Some states also screen for additional disorders. 
 
Secular Maryland advocates for state laws and policies to follow the consensus 
recommendations of the experts as closely as possibly. Accordingly we favor passage 
of this bill. 
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MedChi 
  
The Maryland State Medical Society 
 
1211 Cathedral Street 
Baltimore, MD 21201-5516 
410.539.0872 
Fax: 410.547.0915 
 
1.800.492.1056 
 
www.medchi.org 

 
TO: The Honorable Shane E. Pendergrass, Chair 
 Members, House Health and Government Operations Committee 
 The Honorable Emily Shetty 
  
FROM: Pamela Metz Kasemeyer 
 J. Steven Wise 
 Danna L. Kauffman 
 Christine K. Krone 
 
DATE: January 19, 2022 
 
RE: SUPPORT – House Bill 109 – Maryland Department of Health – System for Newborn Screening – 

Requirements 
  
 

On behalf of the Maryland State Medical Society and the Maryland Chapter of the American Academy of 
Pediatrics, we submit this letter of support for House Bill 109. 
 

House Bill 109 proposes to strengthen the effectiveness of the State’s system for newborn screening by 
requiring that the Maryland Department of Health (MDH) include in the system screening for each condition 
listed in the U.S. Department of Health and Human Services’ (DHHS) Recommended Uniform Screening Panel. 
In addition, beginning on January 1, 2023, MDH will be required to include in the system any core or secondary 
condition added to the recommended uniform screening panel within 2 years after the addition of the condition 
to the panel. 

 
 MDH administers the system for newborn screening in consultation with the State Advisory Council on 
Hereditary and Congenital Disorders. One of the charges of administering the system is to determine the screening 
tests that the Department’s public health laboratory is required to perform.  Requiring the inclusion of all 
conditions listed in the recommended uniform screening panel issued by DHHS will ensure that Maryland’s 
system for newborn screening is comprehensive and reflects all recommended conditions.  It will also allow the 
State Advisory Council to focus its efforts on enhancing the effectiveness of the program’s objectives – which 
are to facilitate the rapid identification and treatment of affected children – as opposed to spending unnecessary 
time reviewing and evaluating conditions for inclusion in the system.  We strongly urge a favorable report. 
 
 
For more information call: 
Pamela Metz Kasemeyer 
J. Steven Wise 
Danna L. Kauffman 
Christine K. Krone 
410-244-7000  


